In this paper we seek to radically reframe the legal construct of consent from a disability perspective. Drawing on feminist scholarship, and human rights standards around 'free and informed consent', we apply a concept of freedom to negotiate to laws regulating both consent to sex and medical treatment -key areas in which the legal agency of people with disabilities (especially people with cognitive disabilities) is routinely denied, restricted, or ignored.
Introduction
The concept of consent extends from civil law (including the laws of property, tort and marriage) to criminal law (including the law on sexual offences and assault).
Consent has a wide range of legal consequences and effects. It can create or In order to develop the argument for this proposal, we consider in section one of this paper the relevant human rights standards which refer to the need for 'free and informed consent' in various legal contexts, with a particular focus on people with disabilities. In the second section we consider various feminist theories of consent and their impact on legal theory, in order to ensure that our proposal to apply a 'freedom to negotiate' standard to consent can avoid some of the pitfalls associated with definitions of consent in existing legal theory. The third section of our paper sets out the essential ingredients of our proposal for reframing consent:
namely, legal capacity, freedom to negotiate, provision of accessible information, respect for will and preferences, and voluntariness. The fourth section of this paper considers the conditions which need to be eliminated (i.e. coercion and undue influence) or minimised (i.e. power imbalances) in order to ensure consent is valid. In so doing, this paper represents a first attempt to move beyond an approach that labels adults with certain disabilities as lacking the 'mental capacity' necessary to give valid consent -so that we can explore in more depth particular expressions of consent or refusal and seek new criteria, beyond the label of 'mental incapacity' for determining their validity.
International Human Rights Law Standards
The human rights framework around informed consent to medical treatment The concepts of respect for choice, and free, informed consent appear in a number of Articles throughout the CRPD. For example, 'Respect for inherent dignity, individual autonomy including the freedom to make one's own choices, and independence of persons' is the first general principle of the Convention in Article 3. Article 14 prohibits deprivation of liberty on the basis of disability: which is often associated with forced treatment and other denials of the right to free and informed consent. Article 17 also requires respect for the physical and mental integrity of persons with disabilities on an equal basis with others, which can be interpreted to include a right to provide free and informed consent. In the specific context of community living, Article 19 obliges states to ensure that 'persons with disabilities have the opportunity to choose their place of residence and where and with whom they live on an equal basis with others and are not obliged to live in a particular living arrangement.' 3 However, arguably the key source of a right to free, informed consent for all decisions which attract legal consequences is Article 12 on equal recognition before the law. In its jurisprudence on this Article, the CRPD Committee has made it increasingly clear that people with disabilities can no longer be denied the opportunity to give free and informed consent, and that their consent or refusal, once given, must be respected, regardless of the level of decision-making ability which individuals might be perceived to have.
General Comment 1 states that 'legal capacity is the right to be a holder of rights and an actor under the law'; whereas 'mental capacity refers to the decisionmaking skills of a person' (CRPD Committee 2014, para 12). The Committee further states that 'perceived or actual deficits in mental capacity must not be used as justification for denying legal capacity' (2014, para 13). In laws which restrict an adult's ability to consent or refuse certain acts or interventions, mental capacity is often used as a criteria to override the person's autonomy and disregard their express consent or refusal. The jurisprudence of the CRPD Committee makes it increasingly clear that such an approach is no longer permissible in human rights 3 For more in-depth discussion on how these rights are inter-related, see Kanter (2014). law. If an adult with disabilities is found to 'lack the mental capacity to consent' and that individual's legal capacity for the relevant decision is removed, this potentially violates Article 12 as interpreted by the CRPD Committee. Currently, in these situations, a substitute decision-maker is typically appointed who can then make the decision on the person's behalf in her perceived 'best interests.'
Such an approach clearly violates that person's right to legal capacity according to the CRPD Committee. The Committee has further reiterated this position in Guidelines on Article 14. They state: 'All health and medical personnel should ensure appropriate consultation that directly engages the person with disabilities.
They should also ensure, to the best of their ability, that assistants or support persons do not substitute or have undue influence over the decisions of persons with disabilities.' (CRPD Committee 2015, para 11).
The Committee's position on the right to legal capacity as it relates to laws on consent will be further explored in the sections below as we explore the essential elements required for consent to be present in a possible post-CRPD legal framework. First, however, it is important to return to the ontology of consent and the extent to which this is reflected in various domestic laws.
II.
Feminist given true consent. This is one of Cowart's minimum conditions for consent to exist, that it is freely given: 'the individual's will is in compliance with the action proposed by another ' (2004, p.511) . Communication of the person's will and preferences is core to our understanding of whether consent is present or not.
III. Essential Elements of Consent
In this section we set out our proposal for reshaping existing standards of consent to medical treatment in light of the preceding feminist analysis of consent to sex.
We contend that there are three essential elements of consent for this purpose:
recognition of legal capacity, freedom to negotiate, information, respect for will and preferences and voluntariness; each of which we explore in further detail below.
A. Legal Capacity
The first element necessary for valid consent is for the consenting actor to be consequences; whereas other adults are not routinely required to undergo such assessments. In this way, 'mental capacity' is often conflated with, or viewed as a prerequisite for 'consent.' The functional assessment of mental capacity therefore operates as a preliminary hurdle which an individual has to pass before her consent or refusal will be considered valid. Where a functional assessment of mental capacity can result in an individual being denied the legal agency to consent or refuse a particular act, it should therefore be understood as a denial of the legal capacity of that individual in respect of the decision at hand.
Our proposal aims to ensure that the functional test of mental capacity is no longer used as a determinant of legal capacity in the context of informed consent. Instead, we propose that all persons over the age of majority should be automatically recognised as persons before the law, and no further requirement to demonstrate ability to consent should be imposed. 5 This does not mean that in situations where the person was misled or misunderstood the information about the decision that she will be deemed to have provided informed consent. Rather, it simply means that a discriminatory hurdle will be removed, and questions about whether the person expressed clear agreement to a proposed course of action, with the required information about the action, will be considered as part of the evaluation of informed consent, discussed further below.
While the paradigm is shifting towards a recognition of the legal capacity of people with disabilities (including those with complex and significant disabilities) -the ramifications of this shift on existing laws which require free and informed consent from legal subjects have not been fully explored. If we begin with the premise that adults with disabilities are legal persons, capable of providing valid consent, then we can examine the kind of nuanced interpretations of will and preferences which can constitute consent; keeping in mind the environmental, socio-political and other factors which might impact on the validity of that The positive obligation to initiate negotiation and communication to reach an agreement helps to place the final 'agreement' in context. In the language of the CRPD, the communication process in this negotiation might be considered a means of exploring the individual's 'will and preferences' which the CRPD Committee (2014) maintain must be at the heart of an exercise of legal capacity.
A negotiation also implies that a range of options are open for discussion -and that both parties are considered legal equals in the encounter, meaning that refusals will be fully respected. 6 A full consideration of the context in which consent is sought is therefore needed.
In the context of rape law, Palmer (2013) suggests, that a framework of 'freedom to negotiate' would not simply consider whether the person 'agreed' to sex, but whether they were free to negotiate in the absence of a fear of violence, financial or other dependence, and power dynamics. A similar approach could be applied in the context of medical treatment to ensure that 'mere agreement' is not taken as evidence of free and informed consent. Agreement to a particular course of medical treatment could be obtained in an environment that is fraught with coercion and this kind of agreement should not be considered valid consent. In light of the power dynamic which exists between doctor and patient and the pressure to choose a particular course of treatment, patients may not have freedom to negotiate consent or refusal. Therefore, in order to respect the right to bodily integrity, the individual must be the ultimate decision-maker on questions of medical treatment. Further, the concept of 'negotiation' reflects the centrality of an active communicative process between individuals -without which no negotiation can take place, and no agreement can be reached.
C. Information, Expression of Will and Preferences and Voluntariness
Once the individual is recognised as possessing legal capacity, and we can establish that the consent or refusal is occurring in a context where the individual has 'freedom to negotiate' and is free from coercion or the threat of coercion; the next step is to establish that the individual has sufficient information about the action she is being asked to consent to or refuse. In the context of medical treatment, this would require the treating physician to disclose all possible side effects of treatment, which would require far greater disclosure (for instance, about the side-effects of proposed medications) in a mental health treatment context than that which currently occurs (Morrison et al 2012) .
Once the relevant information has been provided, in a manner accessible to the person, and the person has been offered support to exercise legal capacity in this context if desired, then the person proposing the relevant course of action must wait until the person has expressed her will and preferences on the matter before any further action can be taken. In keeping with General Comment 1 (UNCRPD Committee 2014), we consider that where the person's will and preferences are unknown, every effort to discover them must be made using all possible forms of support and communication. If a person's will and preferences remain unknown after all efforts to discover them have been made, a supporter may have to determine the 'best interpretation' of the person's will and preferences in that context to decide, for example, whether the person wishes to consent to, or refuse, medical treatment.
It is particularly important that a supporter, trusted and chosen by the person, undertake this task, and that it is not undertaken by the healthcare professional who proposes to treat the person as this creates a clear conflict of interest.
Further, we believe that there are limits on when a best interpretation approach can be used to determine will and preferences in the context of consent to medical treatment. This approach should only be used where all other options have been exhausted and where a decision about treatment urgently needs to be made.
There are certain kinds of medical decisions which in our view should never be subject to best interpretation -especially where the decision is irreversible or has a significant detrimental impact in the long term on the person's life. These decisions include sterilisation and psychiatric treatment. Given the consequences of undergoing these treatments, we believe that they should not be administered without the person's clear expression of their will and preference to consent to such treatment. In the context of decisions to consent to sex, we also do not believe that a best interpretation approach would be appropriate -in these situations, a clearly communicated agreement to engage in sexual activity must be present for valid consent to exist. suggest that a supporter may be needed to make a best interpretation of the individual's will and preferences which can be used to guide any further treatment decisions.
We acknowledge that a potential difficulty here is determining whether a particular medical emergency is 'life-threatening' and whether the treatment offered in that situation is a necessary and proportionate response to the perceived risk to the person's life. It is important to reiterate here that we do not accept that a person perceived by medical practitioners to be in a state of extreme emotional distress should be forcibly sedated as this does not constitute a proportionate response to any perceived threat to the individual's life. This position is further explored and justified elsewhere in this volume (Flynn and Arstein-Kerslake 2017). For the purpose of this paper therefore, our position is that once the individual has expressed her will and preferences or where the person's will and preferences remain unknown, once a supporter has arrived at the best interpretation of that person's will and preferences, the role of the healthcare provider in the context of medical treatment is simply to either respect the individual's refusal, or if she thinks the individual is expressing a will and preference to undergo treatment, to take steps to verify that this agreement is a voluntary one.
Our focus on information, will and preferences and voluntariness for consent must be distinguished from the emphasis on rational decision-making from the liberal conception of autonomy described above. These liberal approaches often result in However, our approach, which would eliminate mental capacity assessments as a precursor to determining consent, would also eliminate the use of 'insight' as a basis on which to grant or deny the opportunity to consent or refuse treatment. In our view, the law has sufficient tools to determine whether free and informed consent was actually present at a particular moment, based on the discovery of will and preferences, without requiring people with disabilities to first demonstrate their decision-making ability before we consider the validity of their consent, as we will demonstrate in the following section. This example demonstrates that Article 12 CRPD requires us to go deeper to discover, to the extent possible, the will and preferences of the individual, which can be used as a basis for determining if that person wishes to consent or refuse. even result in death, and in line with our previous argument, this refusal should be respected. We do not make this argument lightly, and acknowledge the challenge which respecting such refusals of treatment presents, but remain convinced that treatment without consent in these situations is not a solution which adequately respects the human rights of the individual. 9
Our proposal is to integrate questions of information, will and preferences and voluntariness into a determination of the presence or absence of consent. This is an alternative to both the functional assessment of mental capacity undertaken on specific population groups prior to considering consent; and status approaches to those considered 'unable to consent' on the basis of a label of disability. This may seem to some a mere semantic or symbolic difference from the current legal framework. However, we view it as an important indicator of the paradigm shift (Kayess and French 2008) from viewing people with disabilities as objects to be manipulated to subjects and equal citizens, with equal rights and responsibilities.
There is certainly a risk that within our proposed approach, which is prima facie non-discriminatory, people with disabilities and those with cognitive disabilities in particular, may continue to be disproportionately viewed as having will and preferences which are unclear or unknown.
However, the difference with our proposal is that if the person is not giving free and informed consent, the response is not to remove their legal capacity so that a proxy can consent on their behalf, or force them to undergo treatment against their will. Rather, we argue that in the context of medical treatment, give consent, then the agreement should be regarded as valid consent.
IV. Conditions to Eliminate or Minimise for Valid Consent
Once the elements described above are deemed to be present, it should be possible to determine whether someone is validly consenting to or refusing a particular action or intervention in the context of medical treatment. As noted above, in order to establish freedom to negotiate, it is crucial to eliminate the threat of coercion or force. The primary conditions which are obstacles to consent are: coercion; undue influence and power imbalances. While some of these cannot be eliminated entirely (especially power imbalances) they can be minimised in order to facilitate open communication to establish consent or refusal. An essential preliminary step is to acknowledge the existence of these obstacles to free and informed consent.
A. Coercion
The finding of the presence of coercion invalidates most legal agreements. Informal coercion (persuasion, inducements, threats, and force) has been widely observed operating in many in-patient mental health units (Lidz et al 1998) .
Sjostrom ( for what is offered them, the less voluntary the choice to participate is regarded.
In the case of persuasion, the relationship and position of the persuader vis-à-vis the participant has a significant bearing.
If someone is not beholden they are more likely to be able to resist persuasion, but when there is an unequal power relationship, as in a child/parent, patient/doctor, or student/teacher relationship then certain kinds of persuasion have been determined to constitute undue influence. This is particularly the case for people dependent on care-givers who may not be in a position to refuse inappropriate Lukes (1974) asserted that this third face of power is most successful when those subjected to it do not recognise its operation or indeed consider that the status quo is in their best interests.
Masterson and Owen (2006) apply Lukes' (1974) theory of power to the mental health field, and illustrate it using the example of decision-making around medication. The traditional Weberian understanding of power is apparent at the first face of power: here the authority of a psychiatrist is very visible. In addition though, covert use of power controls the agenda of what can be discussed. If both the psychiatrist and the service-user were to discuss the relative merits of different drugs, with the final decision resting with the service-user, this can be considered an equal exercise of power at the level of covert (hidden) power. What is more common, however, is that the discussion precludes that the person could cope without medication. Another aspect of such hidden power is the omission of potential adverse effects of medications and an informed 'cost-benefit risk' discussion. These issues are not on the agenda for discussion, as the psychiatrist sets the agenda and uses covert power to pre-empt the decision-making process. 10 The fact that non-medical explanations of psychosocial distress are not considered, plus the legal power to force treatment, are examples of the third form of power: the latent or invisible power operating the hegemony of psychiatry (Brosnan 2012).
Health professionals are not the only sources of power imbalance in the context of determining valid consent in law. In all legal contexts in which consent is required there may be power dynamics at play -including the power dynamics between a patient and their family members and service providers in the context of medical treatment. We cannot expect the law on consent to require an elimination of all power imbalances in these contexts. For example, the person proposing a particular form of medical treatment will almost always have more power in these encounters. Nevertheless, laws on consent can require these actors to take steps to minimise the power imbalance, or at a minimum, be conscious of the power imbalance in determining whether undue influence or coercion might be present to the extent that it negates consent.
Conclusion
Our proposal for a disability-neutral approach to laws requiring free and informed consent can, in our view, provide a better alternative to current laws while still providing protection from harm; albeit placing a greater priority on individual liberty and narrowing the scope for state intervention, as discussed in the previous article. In addition to these essential elements for consent, laws can require those who seek consent from another person to ensure this process occurs in an environment free of coercion and undue influence, while minimising the power imbalances that may override an individual's agreement to the extent that no valid consent is present. In considering all these factors, a consideration of the individual's wider context (including social, cultural and environmental contexts)
is required. Communication remains vital to the entire consent process. Finally, refusals can be more confidently respected where the obligation to offer support to the person throughout the process of ascertaining consent or refusal is fulfilled.
Given the breadth of laws in which consent is required to make an action binding, and the diversity of legal systems and cultures in which these laws operate, it is probably unrealistic to attempt to develop a universal approach to consent in all disparate areas of law. However, the starting point in all reform processes which seek to implement a human rights-based and feminist approach to consent, should be to ensure that the consenting parties have freedom to negotiate and freedom to refuse, with active communication between parties to ascertain will and preferences and to demonstrate consent or refusal.
